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Removed one job title
“Modern behavioural approaches can result in significant short and medium term reductions in the severity of the behaviour. Learning Disability Partnership Boards should ensure that local services develop the competencies needed to provide treatment and support within the local area.” -Valuing People 8.44 (DoH, 2001)
The Front Line
When I was asked to write this chapter I spoke with a number of nurse colleagues. How does being a Learning Disability Nurse (LDN) impact on what you might be expected to provide in regards people with intellectual or developmental disabilities (IDD) who challenge the system (Lehr &  Brown, 1996)? Fortunately, what with working at the time in the NHS, there were plenty of nurses hanging about. I had to waylay a few in corridors as they rushed between appointments, reviews and completing contact figures, but we made time to discuss their experiences over caffeine shots and sugar laden cakes. One of the concerns many LDNs voiced was the issue of time constraints when dealing with challenging behaviour. Many examples of challenging behaviour correlate to people with complex needs; thorough assessment and understanding of influences on people’s behaviour can take a lot of time: behavioural interventions that are fit for purpose (effective, reliable, valid, long lasting) tend not to follow from hit-and-run consultations (BPS, 2004). Behavioural assessments are not simply a matter of ticking charts, looking at contingency records and implementing off-the-shelf interventions. The specialist worker in behavioural issues requires more time to undertake this invariably complex work than many of our overworked colleagues with their disparate demands can afford. Why? Because there are few quick and yet clinically effective, socially valid interventions for complex behaviours: intervention tends to need to last for sometime (Emerson, 2001). 
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One of the fundamental benefits nurse training offers is its emphasis upon reflection. What this chapter aims to do is reflect a little on current issues for nurses in regards people with IDD who have a reputation for challenging behaviours; nurses who, in many cases, are at the frontline of implementing interventions in families, schools and services. The chapter provides a brief overview of some issues associated with challenging behaviour LDNs might encounter; behavioural issues are part of the LDNs professional life: between 5-15% of people with intellectual or developmental disabilities (IDD) may present with behaviour which challenges (Emerson et al, 2001), and these behaviours tend to persist (Murphy et al, 1993). Challenging behaviours (for example, aggression, self-harm & self-injurious behaviour, damage to property and environment) are a major cause of stress to families & service staff (Rose 1995) and have a high cost for funding agencies. People whose behaviour challenges are often themselves neglected (DoH, 1993) and are one of the `at risk’ groups for experiencing restrictive or dangerous treatments and of being abused (Rusch, Hall, & Griffin 1986). 

Influences on Practice

LDN practice is determined not just by education and skills, but by personal & professional values and service architecture (structure, culture, expectations, policy) surrounding them. LDN functions in the UK today are multi-faceted despite the future of the profession having been under almost continual examination for some time (e.g., Kay et al, 1995; Mitchell, 2004). In response to an uncertain environment the LDN role has evolved specialisms and practitioners have become assertive in their vision of themselves as a profession (e.g., Jukes & Bollard, 2003; Turnbull, 2004). A number of ecological niches have been filled by dedicated varieties although all have fundamentally developed from the principles of health enablement for vulnerable people (CNOUK, 1991; Mobbs et al, 2002). One of the domains the LDN has often been considered to have experience and knowledge of is challenging behaviour (Stewart & Todd, 2001), and so Challenging Behaviour Nurse Specialists can now be observed consuming even greater amounts of caffeine (and cake) than their non-specialised peers. In regards challenging behaviour, LDN Diploma training should be considered an introduction to the topic only: specialist longitudinal training is required.   
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In England, perhaps the most influential recent document on LDNs was Valuing People (DoH, 2001). This White Paper’s guidance and aspirations have been generally welcomed, and its implementation-in-part has coincided with the move to more joined-up provision. Valuing People has many implications for the nursing role: there is a clear move toward facilitation, and today health promotion, education & collaboration with those providing support are at the heart of the LDN function. The LDN will continue to contribute to the development of a skilled social workforce as well as directly enabling individual’s health support. Valuing People notes those people supporting individuals whose behaviour challenges must not lose sight of the guiding principles of independence, choice, rights and inclusion. 
Many LDNs work in residential provision, including ‘assessment and treatment units’, traditionally the bastion of the NHS but increasingly provided by private organisations. Assessment and treatment units have been criticised on a number of counts but their benefits have also been highlighted (Blunden & Allen, 1987; Newman & Emerson, 1991). Many LDNs also work within community teams, and historically, these have often not had the resources to commit to prolonged periods of intensive support required when working with people whose behaviour challenges. Over the last two decades specialised peripatetic support teams have been established to provide support to people with IDD and those living or working with them in their home, learning or working environments: many Nurse Specialists will find themselves either working within or closely alongside such peripatetic teams. A good deal of research into the effectiveness of challenging behaviour provision has been accumulated (Allen & Felce, 1999; Emerson, Cambridge, Forrest & Mansell, 1993; Emerson, Forrest, Cambridge, Mansell, 1996) and a “bed free” service option has been found to work well in some situations (McBrien, 1994), but it’s likely such an approach does function best when other elements of a comprehensive service perform well. Peripatetic teams alone are not sufficient to ameliorate the impact of challenging behaviour in the longer term for all people, and comprehensive commissioning of an integrated model (outreach, ‘in-patient’) is clearly still required (Mansell, 2005).  
Having noted that, peripatetic teams can bring about significant changes in severe challenging behaviour within natural settings (McGill, 2000), cost less than residential units (Magiure & Piersel, 1992; Allen & Lowe, 1995), improve quality of life of service users (Toogood et al, 1994), and improve carer’s skills and capacity (Davidson et al, 1995; Kushlick, Trower & Dagnan, 1997): yet peripatetic teams alone may not be able to prevent placement breakdowns and cannot compensate for fundamental deficiencies in IDD services or commissioning generally (DoH, 2007). LDNs who take on a specialist function require an array of clinical skills and personal skills: “Being a member of a specialist support team is a complex job, and one that requires staff to be good at hands-on work, to be able to remain calm under fire, to possess didactic/participative teaching skills, to be effective role models, to be experienced in group work, and to be effective behaviour analysts. This is not a readily occurring combination, and a considerable investment in training team members will therefore be required. Credibility, confidence and competence in high stress situations are generally of more value than academic qualifications…” (Allen & Felce, 1999, p.288).

Challenging Behaviour
People with the catchall label “challenging behaviour” are as diverse as any randomly selected group: if we were to ask everyone with blonde hair to leave the Royal College of Nursing Conference we’d find an eclectic group standing outside on the windswept road, with a range of interests, gifts, medical issues, views and dancing skills. In the same way people with IDD are not a homogonous group, neither are people with the label of challenging behaviour. 
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Challenging behaviours range widely in how they look and in the environmental, psychological and biological processes underpinning them. The reason people engage in behaviours varies between and within individuals, therefore one approach to intervention should not be applied to all individuals who exhibit topographically similar challenging behaviour. In settings where a number of people whose behaviour challenges live or work, standard responses to everyone (for example, token economy) will be unlikely to meet everyone’s best learning interests all the time. From this it is clear the most important aspect in working with such behaviours is to understand why the individual engages in the behaviour at a given time. 
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The definition of any given behaviour as ‘challenging’ tends to be influenced by its impact (Baker, 2002). Defining behaviour as challenging is influenced as much by the perceptions of people around the person as the behaviour itself (Zarkowska & Clements, 1994). We’ll come back to this point a little later. A good place for a busy LDN to start is to ask a straightforward question: whose problem is it anyway? To define behaviour as an issue, consider: 

1. Is the behaviour itself or its severity inappropriate given a person’s age and level of development?

2. Is the behaviour dangerous either to the person or others?

3. Does the behaviour constitute a significant obstacle by interfering with learning or by excluding the person from important opportunities?

4. Does the behaviour cause significant stress to the lives of those who live and work with the person? 

5. Is the behaviour contrary to social norms? (Zarkowska & Clements, 1994, p.3).

The final point needs to be considered carefully. Conceptualising the phenomena as partly a social construction supposes such behaviour may in reality be adaptive for the person, given their abilities and the understanding of the supporting environment: not all people might define withdrawing from activities as challenging, but some may well define it so. Who defines what is appropriate in some locations and not others? The decision to define behaviour as challenging needs careful consideration: a service provider may define a behaviour as challenging whereas the same thing may be interpreted by the LDN as an act of self-determination (complaining about a lack of the right kind of support). The idea of behaviour as (in part) a social construction in no way belittles the experiences of people facing daily the personal struggle of supporting an individual whose behaviour is challenging: such experiences are exhausting and frustrating, stressful and isolating. Watching someone you love or support hurt themselves or others is not easy to experience. 

If we were to investigate the huge amount of research available and listen to experienced skilled practitioners, we’d create a list such as one reproduced in table 1.
	Table 1. Some Broad Conclusions About Challenging Behaviour

	1. The reasons for similar looking behaviours to appear within individuals varies according to time and place and state (I jump up and groan when my leg cramps, I do the same when I see a smart young couple holding leaflets opening the garden gate; I raise my hand to be excused, you raise your hand to gain attention)

	2. Challenging behaviour as a category of human behaviour is a social construction (challenging behaviour does not lie within the person: people do not carry it around with them in a bag. Challenging behaviour is a feature of the interplay between the individual and the understanding and ability of the environment to respond to the needs of the person) 

	3. Defining behaviour as challenging is usually a product of the behaviour’s impact and the understanding of those around the person

	4. Challenging behaviours range widely in their appearance and the psychological and biological processes which underpin them: they have varied personal and social consequences

	5. Interventions reported as effective tend to be constructive (they teach a functionally equivalent replacement behaviour), socially valid (interventions deal with socially important issues in socially appropriate ways), use low-aversive technology (avoiding punishers- as Donnellan & colleagues note it is often more useful to reinforce the behaviour you want than to punish the behaviour you don’t), and meet the person’s needs


Effects of Challenging Behaviour

Seriously challenging behaviours may well impact on the physical, emotional and social wellbeing of the person and the people associated with the person. Serious self-injurious behaviour, for example, can result in 

· infections

· malformation

· loss of sight or hearing

· neurological impairments

· death of the person,
while seriously aggressive behaviours may result in

· injury to others

· injury to the person themselves as a result of defensive or restraining action of others.

But these immediate effects are only part of the story. The feelings of people working or living with people who challenge needs to be sensitively considered, as does how they account for the behaviour they experience. Behaviour is shaped by the responses received and inadvertent reinforcement can strengthen the behaviour our interventions are intended to reduce. Supporting individuals whose behaviour challenges is hard work, and the impact of the behaviour influences not only how people conceptualise but how they respond to the behaviour (Noone, et al, 2006). The use of mechanical restraints and protective devices can lead to muscular atrophy, demineralisation of the bones, shortening of tendons, as well as other injuries. There is also the risk of degrading psychological treatments. People whose behaviour is considered challenging may also find themselves excluded and neglected, and deprived of opportunities (Murphy, 1994).


People with long histories of behaviour considered challenging may find themselves regularly moving home, or in congregate ‘challenging behaviour’ settings, because sometimes the view is taken only specialist provision has the answer. Specialist provision is often robust and able to provide secure environments, but this is no guarantee of happiness or quality of life for people. Another effect is that of pathological thinking: if behaviour is persistent, it may be tempting to view it as inherently part of the person, and as such, we may overlook practical changes in how we organise the ecology that might reduce or alter the behaviour (McBrien & Felce, 1992). The over prescription of medication has also been widely reported.

Influences on Behaviour
Different professions may view the same behavioural event as meaning different things: a psychiatrist may interpret behaviour in one way (say, evidence of an emotional disorder), a psychologist another (depending upon which ‘school’ of psychology they’ve been trained within), a Speech Therapist a third (frustration due to communication deficits within the person and ecology), and an LDN may see physical issues as of paramount influence (feeling unwell, etc.). All these perspectives may be useful in themselves but it is seldom the case that one conceptual model explains all. With LDN’s often in co-ordinating or lead roles, listening to a myriad of theories or explanations claiming to account for behaviour is a common experience. Behaviour is fluid and changing, and conceptually we often have to run to keep up with the “behavioural stream” (Dillenburger et al, 1997) of evolving insights from applied research. The responsibility for working in the field of challenging behaviour does not reside with any single professional group but LDNs can contribute practical skills to help in the valid and reliable assessment of complex situations, working in collaboration with other professionals. 


With challenging behaviour, it does seem rare indeed to find a single simple cause in IDD regardless of what research may suggest (Durand & Crimmins, 1988). It tends to be a combination of factors (McGill et al, 1996), including biological variables (sensory, genetic, feeling unwell), social & environmental issues (learning opportunities, relationships, type of support), emotional factors (well being, coping skills), and cognitive issues (problem solving, communication ability, skills), “some of which are more important than others in individual cases” (p.6, Emerson, Felce, McGill, Mansell, 1994). Remember also: challenging behaviour is not unique to people with IDD.
Biology

We cannot cite IQ as a causal predictor of challenging behaviour (Sigafoos, Arthur & O’Reilly, 2003), and neither can we cite gender, though certain forms of behaviour might be more prevalent in males. You don’t have to be diagnosed as having IDD to be labelled with challenging behaviour, but the greater the impact of the IDD, the fewer the likely adaptive skills, and as the severity or impact of the intellectual and developmental disability increases we tend to see an increase in additional challenges, such as seizure disorders, physical issues, communication difficulties and so forth. 
It’s been established that basic health needs of people with IDD have not always been wholly recognised and physical causes of “distress” need to be thoroughly considered before reaching for your 80-page behavioural assessment protocol. Basic health screening and health facilitation is a vitally important area of work for LDNs working with individuals whose behaviour challenge. This is not to imply that just the presence of seizure activity will automatically predict challenging behaviour, but anything impacting upon physical well-being may influence people’s ability to manage with demands and affect emotional well-being. The mind, after all, is not 
	Table 2. Health Issues That Sometimes Influence Behaviour

	1. Seizure Disorders

	2. Pain

	3. Infection

	4. Sleep Disturbances

	5. General Well-being

	6. Allergies

	7. Constipation

	8. Hunger

	9. Skin Complaints

	10. Otis Media

	11. Sensory Impairment

	12. Medication Toxicity

	13. Rhinitis

	14. Ulcer etc


something separate and distinct from the body. So whilst we need to consider physical issues as influencing behaviour, it may be wrong to suggest a causal role. As we’ll discuss later, physical well-being (and emotional well-being), might act as “setting events” for behavioural incidents. Table 2 provides an at-a-glance list of physical health issues that may influence people’s behaviour.
Certain conditions are reported to have higher incidence of some behaviours than you’d expect, and thus some conditions are considered to be risk factors for challenging behaviour- these gene-behaviour correlations are studied as behavioural phenotypes. Examples include Lesch-Nyhan, Cornelia de Lange, and Smith-Magenis Syndromes. Though still rare, there are over 750 genetic conditions described, and it’s likely that as our understanding increases we’ll identify more and with this describe apparent correlations with behaviour. Though some behaviours do seem related to certain conditions (Prader-Willi with hyperhagia and food ideation; Down Syndrome and Autism with better visual than auditory receptive abilities; Rett Syndrome with ‘hand wringing’ stereotypic movements, etc) we’re moving from a model known as total specificity (which suggests behavioural phenotypes result in specific behaviour in specific conditions, for example condition X always results in behaviour K and you seldom see behaviour K in any other circumstances) (Flynt & Yule, 1994), toward a probabilistic, partial specificity model (Hodapp, 1997). Here the presence of certain genetic omissions, translocations, repeats etc., result in a probable increase of the likelihood of certain characteristics, including certain ‘patterns’ of behaviour. Simply put, many, but not all people with a given condition will show a behaviour, and people with the specific condition show variations in the behaviour, and not everyone with the condition tend to show all the characteristic behaviours. Not everybody with these conditions shows challenging behaviour in the same way that not everyone with the condition of ‘humanity’ shows the benefits of common sense, and not everybody who shows challenging behaviour has an identified condition (Dykens & Hodapp, 1999; Dykens, Hodapp & Finucane, 2000). 
It’s important to remember the following: genetic diagnosis and behaviour phenotypes should not lead to a biological-deterministic view because the impact of genetics is not immutable (consider the use of dietary intervention for phenylketonuria), and knowing likely sensory characteristics arising from the neurological outcomes of autistic spectrum conditions can inform interventions that can impact on functioning and learning. ‘The New Genetics’, so called because it deals with understanding genetics at the molecular as opposed to consequence level (Comings, 1980), should be welcomed insofar as it offers insights into potential influences upon functioning: the fear remembered from the embers of the eugenic movement is salutary, but it must not blind us to the benefits of understanding the impact of genetics on behaviour. So it seems genetic disorders are rarely determinative in their direct or indirect effects on behaviour. Here, it is likely the assessment and advocacy skills of LDNs can often come to the fore, balancing the large number of influences on behaviour and agendas of those involved in suggesting intervention and support into a coherent formulation and summary of just what’s occurring in regards an individual’s behaviour.
Emotional Health

Research over the last 20 years has recognised the existence of psychiatric disorders or emotional health difficulties in people with IDD (Department of Health, 1998; Gravestock, 1999; Meltzer, Gill, & Petticew, 1995). A number of possible explanations have been proposed for the high prevalence of psychiatric disorders in people with IDD including communication difficulties, an absence of competent coping mechanisms and social, interpersonal and recreational adaptive skills, low self-esteem, experience of failure or rejection, controlling environments, a lack of choice and organic damage (Goldberg & Huxley, 1980; Holt et al, 1995; O'Hara & Sperlinger, 1997). Yet Identification and treatment of emotional health problems in people with IDD remains poor (Moss et al, 2000; Reed, 1997; Russell, 1997; White et al 1995). Like all people, individuals with IDD who experience emotional health problems face serious consequences (Caine & Hatton, 1999). 
There are a number of difficulties in recognising emotional health issues in people with IDD, including communication deficits of both service user and professional (Rodgers, 1994), and the reliance on third party knowledge (Moss, 1999; Fraser & Nolan, 1994). Some may view behaviours potentially symptomatic of emotional health difficulties erroneously as “part of the disability”. Murphy (1994) suggests that when working with individuals with intellectual or developmental disabilities and serious communication deficits, psychiatric diagnosis are at best unreliable, at worst unhelpful labels. Challenging behaviour by itself does not indicate a specific pathological psychiatric disorder: presenting problems may reflect ecological dynamics as well as emotional distress (Sturmey, 1999). Poor environments don’t particularly help our emotional wellbeing.
 

The prescription of psychotropic medication and major tranquillisers has been examined in many studies, including in 1999 a study by Molyneux, Emerson, & Caine. This suggested that 66% of people with severe learning disabilities had been prescribed anti-psychotic medication despite the absence of any first-rank symptoms. Medication was therefore primarily used for general tranquillisation. It’s possible that prescribing is influenced as much by the characteristics of the client’s environment and the practitioner’s views and training as by the client’s own behaviour (Intagalia & Rinck, 1985). One study found 40.2% of people with an IDD in hospital were prescribed psychotropic medication for challenging behaviour, compared with 19.3% in group homes, and 10.1% in family homes (Clarke, et al, 1990). For many years now, IDD psychiatrists have kept on prescribing- some of which is helpful to people, some of which is not- but many people with IDD receive anti-psychotic medications despite concerns about lack of efficacy, side-effects, tardive dyskinesia and effects on learning ability (Branford, 1996). More recent research suggests some of the benefits of psychoactive medication on the behaviour of people with IDD perceived by staff and carers may be questioned (Tyrer et al, 2008). 
It is suggested that before raising the spectre of emotional health problems a consideration of ecological factors should occur. By this method an understanding of the person’s unique needs, gifts and functioning can be arrived at, based on clear assessment. Such an approach requires the experimental single-case model (Morley, 1989) to be dominant- where each case is treated as an individual experiment in which hypotheses are tested against data. This is a step toward a more person-centred approach. Such an approach will require close collaboration between psychologist, psychiatrist, and LDN. (For informed cohesive guidance, see Challenging Behaviour: A Unified Approach, produced by the Royal College of Psychiatrists, British Psychological Society and the Royal College of Speech & Language Therapists in 2007). The bottom line? People with IDD need good mental health services at least as much as the general population yet access remains poor. Service intervention should focus on mental health rather than mental distress (BPS, 2000; Hare & Leadbetter, 1998). 

Learning
The science of behaviour suggests what we do is a product of the interaction between evolving genetics, the individual and the ecology over time. We live in an astonishingly dynamic and complex system, a wonderful mishmash of biology and ecology where humans are not separate but part of the universe, where our “nervous system” entwines our bodies and brains with the world. As Mahayana Buddhists noted centuries ago, our lives, our minds and our actions of today, are the result of our behaviour, thoughts and experiences of yesterday. So here, challenging behaviour might usefully be considered a problem of learning (e.g., Halle, 1994).This suggests we may need to think about possible interventions aimed at the ecology: if someone cannot read we teach them to read, if someone cannot speak we teach alternatives, if someone engages in self-injurious behaviour we teach them and those around them not to need to rely upon such behaviour to gain or avoid things, but to use other safer and socially acceptable behaviours. It’s a simple model. Application requires sophistication though. 
The behaviour we determine to be challenging has in all likelihood been ‘taught’ to the person by the world: someone someplace may have ignored or not noticed an appropriate attempt to gain attention but responded to a behaviour not considered appropriate. Behaviour meets a need for the individual, however odd or inappropriate it seems to us: why else would people behave otherwise (Cooper, Heron & Heward, 1987)? Challenging behaviour is behaviour that is adaptive in that it serves a function for the person (and sometimes those around the person) given the ability of the environment and the unique learning history and skills of the person (Durand, 1990). 

We behave in certain ways to achieve things we feel we need to get or get away from. Busy people may not respond to your complaint about the quality of the soup arriving at your table in a hectic restaurant if you’re not considered worthy of such attention. But try throwing a table or writing a negative review, and you just watch people come running: as Halle notes “We have unwittingly taught those referred to as having disabilities… to behave in socially maladaptive ways to secure their entirely human wants and needs.” (Halle, 1994, p.xii). Why is this? As Risley notes: “What behavioural practitioners know is that people immediately respond, almost without fail, to actions that are dangerous, disgusting, or disruptive. Because consumers who develop challenging behaviours are usually dependent and often considered otherwise unimportant, little else they do is unfailingly responded to by others…” (Risely, 1996, p.426). Therefore “…our goal must change from the elimination of problem behaviours to understanding their function so that we can craft an intervention designed to teach a new form of behaviour that is at least as successful in achieving the identified function as the old, more coercive form” (Halle, 1994, p.xii). This is at the heart of what is termed positive behaviour support, which we’ll discuss in a few moments.
Not only do we influence the world, the world changes us. In the majority of cases our behaviour is influenced by a convoluted mixture of internal and external factors and is a learned response to the situations we find ourselves in (Horner et al, 1996). Most people are aware of the three term contingency- antecedent (A), behaviour (B), consequence (C)- model. This basic but elegant model might be thought of as a time machine, in that it enables us to consider not just what the behaviour looks like, but what follows the behaviour and very importantly, what occurs before. This isn’t as easy as it sounds, as any time machine scientist will currently testify. To understand why behaviour occurs, one needs to take multiple examples to look for patterns or functional relationships between antecedents (signals that certain behaviour will be reinforced), behaviour and consequences. Looking at one example shows no pattern over time and means it’s difficult to predict probable future occurrences or to establish functional relationships between events. A deficit of the applied use of ABC charts and analysis of these is that they tend to focus on limited “slots of time”. It’s a little like looking at a road through your letter box, observing passing cars. It may be logical but fundamentally flawed to conclude after three or four observations that the exhaust pipe is caused by the preceding headlights. A real example: many people will have experienced the same antecedent (asking someone to help clear the dishes, say) with different behaviours following (i., throwing the dishes at them, and ii., clearing the dishes). How can the three term contingency account for this?

Fig. 1: Where Setting Events Fit

What research (and experience- we should never stop learning as humans) tells us is that whilst consequences to behaviour are vitally important, things called setting events often influence the selection of certain behaviours (fig 1). Setting events set the scene by altering the ‘motivation’ or susceptibility of the person to antecedents. For example, if someone is feeling unwell, they may be less likely to positively respond to being asked to do the washing up than they would if they felt physically fine. So looking beyond the three term contingency toward setting events can be very helpful for anyone trying to establish when any given behaviour is likely (McGill, 1999).
As a very rough guide, the functions of operant behaviour (why people do what they do) could be considered to fall broadly within four main categories:

· To gain tangibles (such as foodstuffs), 

· To gain or maintain social interaction/attention, 

· To gain automatic sensory stimulation (it feels good), 

· To avoid or escape aversive situations or interactions. 

For many people with IDD and communication difficulties, behaviours can have a communicative intent applied to them over time by those around them, even if the challenging behaviours have an organic basis (Carr & Durand, 1985; Carr & McDowell, 1980). Challenging behaviour may fundamentally be telling us we’re not meeting people’s needs, but paying closer attention to the function of behaviour may offer us an opportunity to work pro-actively with the person, by considering behaviour as potentially communicative. Challenging behaviour seeks to obtain universally human outcomes: escape, attention, stimulation, satisfaction. This radically challenges us to alter our view of something that has historically been viewed as merely a problematic behaviour, something to be stopped, something to be managed. 
Exotic Communication?

Communication skills and challenging behaviour are often correlated to each other, (Kevan, 2003) though not always, and most authors would agree the need for constructive interventions (developing skills) to address communication issues when working with challenging behaviour: influence the communication skills and you tend to influence the occurrence of challenging behaviour (Carr et al, 1993; Carr et al, 1994; Dunlap and Fox, 1996). This could be through enabling functionally related (offering alternatives that can result in needs being met) or equivalent behaviours (offering an alternative behaviour that has the same function as the challenging behaviour). In effect, strengthening communication skills can ‘replace’ some behaviours. The reduction in behaviour might also be a product of the inherent changes required in developing a reciprocal communication relationship: responding and listening to people with IDD can change our perception of the person, a positive rapport can develop between the person with IDD and those around them. 

Communication can be defined as an intended sending of information to another person sharing the code. This can often pose problems when working with individuals who communicate ambiguously. Using this strict definition, it’s difficult to make challenging behaviour qualify as a form of communication, but the communication hypothesis is very useful nonetheless. A somewhat extreme but useful summary of the concept of behaviour as communication is shown by Ephraim when he writes “…let me suggest there is no such thing as challenging behaviour. What we have is exotic communication... A punch in the face is an act of communication which is very difficult not to hear” (Ephraim, 1998, p.211/212). This may well be the case, but ascribing meaning to all behaviour may be just as unhelpful. A sneeze means a sneeze, not that I dislike your perfume. Not all behaviour is intentional but meaning can be developed or shaped over time. 
The communication hypothesis states that problem behaviour often functions as a primitive form of communication for people who do not possess more sophisticated modes of communication. In this view, “adaptive communication” and problem behaviour both result in a variety of desirable outcomes for the person (reinforcement). The communication hypothesis does not mean people who do not talk will use problem behaviour to influence others and it does not state individuals systematically and intentionally use their behaviour to influence others. Communication requires at least two: behaviour, to have meaning applied, also requires at least two. Behaviour can be shaped and behaviour can acquire meaning to the person or those around them. The communication hypothesis is useful because it suggests a constructive and educative way of addressing problem behaviours functionally. 

We can make the challenging behaviour less effective by reinforcing replacement behaviour (communication) powerfully. The replacement behaviour should meet the same function as the challenging behaviour and be more efficient (less effort). In effect, we aim to teach the person a better way of getting what they want (escape, attention, tangibles, etc.). Functional communication training is an example of this (Durand, 1990). 

Person Centred Planning and Person Centred Action

Person centred planning (PCP) has arrived (at least in name) in the UK after a prolonged development in North America (O’Brien, 2002; O’Brien & Lovett, 1992; O’Brien, O’Brien & Mount, 1997; O’Brien & O’Brien, 2000), and while much research and comment around it has occurred from that continent (Holburn et al, 2000; Holburn & Vietze, 1999, 2002; Smull, 1996) initial UK research and comment is beginning to emerge (Robertson et al, 2005). Beyond the rhetoric, real successes are occurring (Sanderson, 2002), though perhaps not yet as often as one might hope for (Mansell & Beadle-Brown, 2005): a focus on the number of person centred plans completed as opposed to the outcomes for people receiving services as a measure of implementation success raises the spectre of mistaking the bottle for the wine. 
PCP and person centred action can improve the quality of life of some individuals, but of itself may not positively reduce challenging behaviour; indeed, people with the label of behaviour that challenges are often less likely to receive support to develop a cohesive person centred plan, and if they do, the plan may not result in major increases in social networks or activities or contact with family or friends. PCP implementation and outcomes does seem dependent on leadership and both personal and professional commitment and it might be that people with severe reputations are less likely to benefit from the factors shown to increase the chances of receiving person centred planning, such as living near to family and having an environment that is receptive to the individualistic principles of PCP (Robertson et al, 2005). The LDN will likely find herself invited to attend or even lead the meetings developing person centred plans given her often long-term relationship with the individual. PCP is not likely to hurt in the process of developing an understanding of why people’s behaviour challenges, but it is person centred action that is more helpful in delivering what a person requires. Spending time with people as equals is humanising and informative when finding out what people enjoy and what they seek to avoid: hanging out, being person centred, only strengthen our understanding of “the other”. 
Positive Behaviour Support
Very useful guides to positive behaviour support (PBS) it can be found in elsewhere (e.g., Allen et al, 2005; Koegel et al, 1996), but briefly put, PBS involves basing life-enhancing constructive interventions upon functional assessment or analysis of the difficulty. PBS is the ethical, person centred and scientific application of applied behaviour analysis: science and values used to address real problems in real situations. Good PBS practitioners ask straight questions, such as do service systems or schools or families supporting people labelled as “having” challenging behaviour suit the requirements of the person? Most provision for challenging behaviour still expects the person to fit the service (Lovett, 1996). 


The efforts of person centred behavioural support are primarily directed at creating responsive systems and environments rather than attempting "to fix" the person. It is aimed at supporting individuals with challenging behaviour to "get a life", reducing challenging behaviour constructively (teaching new skills), as well as applying behavioural science to overcome individual difficulties of learning (Carr et al, 1999). Today it is beginning to be recognised that good behavioural assessment and support can be augmented by person centred planning. 
Here, functional assessment means establishing the functioning through talking with people who know the individual, direct observations of the situation, indirect observations and record examination. Functional analysis requires all the above plus the experimental manipulation of variables to confirm the assessment (often called analogue conditions). Functional assessment can be thought of as a method of describing, categorising, and verifying. The functional assessment process is discussed elsewhere in detail, and I would refer the reader to such resources (e.g., Emerson, 1998, 2001; O’Neill et al, 1997). 

The results of the functional assessment are used to develop an intervention plan which usually consists of the teaching replacement behaviours and making changes to the ecology and to altering antecedents and consequences. Most situations in which challenging behaviour occurs have evolved over time and it’s not uncommon to find how we respond is maintaining the behaviour so changes are usually needed in the environment, including the way the people think about and work with the person. Emerson (2001) suggests practitioners of behavioural approaches should

· Develop intervention goals with all stakeholders

· Intervention form must account for existing culture, value & skills

· Intervention should enmesh with existing routines & activity patterns.
An example of a multi-element approach to intervention can be found in the work of LaVigna and Willis, which will suffice to illustrate the themes found in many such models, but the reader should note there are a number of alternative methods for intervention organisation published and discussed. LaVigna and Willis recommend four broad categories of intervention domains when interventionists seek to respond positively to challenging behaviour: Ecological Changes ‘smooth the fit’ between the individual’s needs and their environment, which means addressing conflicts between the service user’s needs or preferences and requirements and the environment. It could include things such as having a predictable routine, how the person is spoken to, reducing noise levels, etc.; Positive Programmes provide opportunities for the individual to learn new skills, including new ways of communicating needs, specific teaching opportunities to increase general skills and skills directly related to the behaviour, for example anger management; Focused Supports are designed to reduce the frequency, strength and duration of the challenging behaviour, and this may involve techniques such as differential reinforcement schedules; Reactive Strategies are the final element, and provide guidelines to help all concerned to cope with the behaviour when it occurs (Baker, LaVigna & Willis, 1998; Donnellan, et al, 1988; LaVigna, Willis & Donnellan, 1986). 

There is a huge amount of evidence showing modern behavioural approaches can be effective in enabling significant short and medium-term reductions in challenging behaviour. Yet there are real challenges in consistently applying the technology in the real world for many people, not least because of the lack of informed practitioners. Ironically, there’s little evidence for anti-psychotic medication being effective in the treatment of challenging behaviours, though many individuals whose behaviour challenges have such prescribed. It is ironic then that the latter is the most common form of intervention for challenging behaviour, whilst evidence-based behavioural support is often not available. 
The Challenging Demands Faced by the Nurse Specialist 

The actual job title varies between locations but the primary function of nurse specialists in challenging behaviour is to assess and intervene in the lives of people with IDD who are considered to have challenging needs. Often such assessment and intervention work requires practitioners to help others look beyond the pathological view (where the ‘disorder’ lies within the person) toward an ecological-behavioural perspective (behaviour occurs in functional relationships to ecology, both environmental and biological). In effect, the Nurse Specialist searches beyond the medical model without dismissing its usefulness. 
A by-product of being known as working within the field of IDD and challenging behaviour may be the Nurse Specialist finding her expert opinion and involvement sought in problematic situations by those responsible for commissioning. The Nurse Specialist may find herself suitably positioned to influence the architecture of general service provision, as well as the teams within which she operates and Nurse Specialists may often become involved in operational management. The issue of clinical governance and professional accountability are of vital importance but seem even more relevant when working with seriously challenging behaviour, as the advice given by LDN to families, schools or services will likely be seized on enthusiastically: whilst being viewed as an “expert on behaviour” does carry kudos, it also carries risks and responsibilities: effective, detailed clinical supervision (often separate from operational management) is often beneficial and should be provided by experienced and qualified professionals. 

When referrals are first received, it is not uncommon for Nurse Specialists to complete an initial screening assessment. This provides invaluable information often not provided within the referral. It also help ensure eligibility criteria are adhered to and that resources are equitably provided. Such initial assessments may show alternative pathways to services or advice for the person referred: not everyone referred is demonstrating behaviour of such high intensity, duration or frequency that they require Specialist Nurse involvement. 
It might be helpful to provide less intense consultation arrangements or mentoring arrangements whereby the Nurse Specialist is able to guide other less experienced practitioners, providing clinical governance issues are addressed. People making referrals to Nurse Specialists may have many less obvious motivations in addition to the presenting behaviour (funding, accessing training, approval for existing interventions, seeking recommendations about placement suitability, etc.), so careful screening is vital (see Challenging Behaviour above). The story of Mary may help illustrate some of the points discussed.
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	Mary lives alone in an isolated house in a small village, where there are at least two support staff working at any one time. It’s a five bed house and a lot of her house is sealed or locked- Mary knows it’s there but can’t get access, in case, the service said in a risk assessment, she damages the property. Prior to being moved to the house, Mary shared a house for six years in a town eight miles away with five men: like Mary, all had a diagnosis of autistic spectrum disorder and intellectual disabilities. Mary has lived in the house for around eleven months: her move was an emergency response by the service providing Mary’s housing and support, to Mary’s increasing aggressive behaviours aimed at the men living in the service. Mary had been saying she didn’t like it at the old house, and that it was too noisy. After putting her arm through a window and hitting two residents during a five hour incident, the service felt they had to act. 

After a quiet four months in her new home (two staff known to Mary followed her to the new house, but the eight other staff were new), Mary’s behaviour began to give concerns: she started hurting herself by punching her legs, and could be heard screaming in her room when alone: “Go away!”, “Stop laughing!”, “Bad girl!”  Mary complained of noise, even when, staff said, there was no TV or radio, and no traffic. The local community learning disability team were asked to come and give advice due to the behaviour, but only after the staff had tried to support Mary through seven months of increasing behaviour. Because the referral was quite imprecise about exactly what was being sought, an initial assessment was conducted by a RNLD, and she was shocked at the level of aggression and self-injury reported. She was also concerned about how staff responded to the challenging behaviour and how the situation was being managed. In effect, the placement was now under threat. 
What seemed a routine screening visit became much more complex… 


A common part of the Nurse Specialist’s role is to help people understand why some people with IDD may sometimes engage in behaviours deemed challenging, as well as what to do about it, using evidence-based methods. A general training or mentoring function is not uncommon within this brief, and could be equated to a broad information sharing function. Nurse Specialists aiming to intervene with individuals will often need to intercede in mediator (staff, family, co-worker) behaviour, and arrange appropriate contingencies to support maintenance and generalisation of new skills. Direct observations are vital, often after a more informal “look see” at what seems to be occurring. In specific cases, general awareness training or workshops will likely be insufficient to change mediator thinking. Nurse Specialists are likely to provide targeted training and mentoring in specific cases- to families, schools, services and so forth- and provide real examples to others by showing how things can be achieved.  
There are likely to be a myriad of factors affecting service performance: such issues directly influence the lifestyle and skills development and behaviour of people living within the provision and the LDN will often need to take these into account or at the very least be sensitive to their existence (McGill & Mansell, 1995; Mansell, 1996; Mansell & Elliot, 2001). These include, but are not limited to, the values, skills and understanding of the staff or family members, the organisational culture and procedures, and forces operating on the service from other agencies and Government policy (Emerson, McGill, Mansell, 1994). So informed application of the principles of PBS will require the Nurse Specialist to consider the systemic contexts within which the behaviour occurs (Sailor, 1996). Nurse Specialists will be aiming to understand cultures as well as addressing behavioural challenges (Hastings, 2005).
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	… Desni, the RNLD, had been qualified for a little over a year and though had limited experience of challenging behaviour in her new role, had previously worked as a support worker; in this role, Desni had acquired a huge amount of practical experience of working with people in crisis and distress. Working in a team, Desni was able to gain support from more experienced Nurse colleagues and other practitioners, most notably a Speech Therapist and Psychologist. In completing her initial assessment, Desni had worked hard to collate the “war stories” of staff and bring together the often contradictory views about Mary from staff, operational managers, and Mary’s worried family. It felt to Desni everyone had their own views and agendas, and that Mary had become ‘lost’ in the confusion. Just completing the Initial Assessment took two long visits because everyone wanted to explain to Desni what it was like working with Mary. The service provider demanded immediate strategies and risk assessments for the seven or eight incidents each day. Though Mary herself appeared calm whenever Desni visited, and Desni had no difficulty communicating with Mary, one thing was clear: staff seemed frightened of Mary, and Mary seemed wary of staff. Mary enjoyed Desni’s presence, smiling at her and showing Desni her room, but Mary didn’t want to speak about how she felt. Whenever Desni asked Mary about how she felt, Mary shouted. After gaining consent, Desni used video to record events and Mary liked to watch herself (Desni gave the video to Mary at the end).  
The Learning Disability Team agreed to open Mary as an active case with immediate effect after listening to the results of Desni’s initial assessment. Desni agreed to co-ordinate the input, with advice from the Team’s psychologist. Desni’s other cases were reduced in number (through colleagues taking over specific tasks), and a memorandum of understanding was agreed between the service provider and the Team. This in itself took some negotiation. Finally, it was agreed Desni would complete a functional assessment within five weeks, and this document would outline precisely the behaviours of concern, when they were likely to appear and the function or reason Mary behaved in the way she did. The service agreed to co-operate fully. As a specialist provider of challenging behaviour and autism services, they felt they didn’t have a lot to learn about Mary, and they didn’t want any training- they just wanted her to stop the behaviour and “be happy.” Staff said to Desni “it’s like we’ve lost Mary.” During a functional assessment interview, the operational manager said the service had serious doubts about their ability to manage Mary “within existing resources”, despite the placement costing Care Management several thousand pounds each week.

For the functional assessment, the psychologist agreed to oversee and guide Desni’s work: this would have benefits for Mary, those supporting her, but also for Desni’s continuing professional development…


Nurse Specialists tend not to work in isolation: working alone is risky, clinically speaking. It is likely the Specialist will be part of a multidisciplinary team, and as such their work will fit with other viewpoints. Much of the challenging behaviour training available is likely to been drawn from psychological technologies, but a fundamental consideration when working with behaviour that challenges is that of communication 
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	… Desni first agreed to refer Mary to the psychiatrist to review the cocktail of medication Mary took each day, and then referred Mary to the Speech Therapist, for his expert view on the communication exchanges between staff and Mary. Meanwhile, Desni began to visit the service and Mary twice a week, with each visit lasting up to three hours. During one visit, Desni observed staff locking themselves in the kitchen away from Mary for two hours “because she’s not happy and might hit out” and the risk assessment written by the service specified this action (though not the criteria of when to lock the door). Desni spoke at length with staff, exploring with them how Mary might interpret this, and it was clear staff felt if they kept engaging with Mary and ignored the risk assessment, should they be assaulted by Mary, there would be no support from management because they’d not followed the risk assessment. After a couple of weeks, Desni had accumulated about seven hours of direct observations, measuring how much interaction Mary received, and what type of behaviour was being shown. Desni’s data showed Mary received staff attention and interaction for less than 7% of time. 

Examination of the ABC records suggested most incidents of aggression followed periods of inactivity and a lack of engagement, self-injury usually happened when Mary was alone in her room for long periods or just before a phone call to her parents (she had phoned them every third day at 9pm precisely), but Desni was not convinced of the reliability of these ABC data, as there were big gaps in the records. Desni also had concerns about the communication partnerships operating: most communication from staff was complex and verbal, and staff tended to make deals with Mary about what might happen over the next two weeks “if you’re good we’ll go to the shopping centre…” Such imprecise statements seemed contrary to good autism practice, but more importantly, Desni noticed a lack of consistency in the staff group: deals would be made and then not followed through. When she raised these with the home manager, the manager said all staff were consistent and had been trained by autism professionals. The home manager seemed to take the discussion as an implied criticism of his management. The home manager had introduced a two team approach, splitting the staff team, some seven months previously (this coincided with an increase in reported behavioural disturbances).

Over the next two weeks, Desni recorded more incidents of ‘miscommunications’, even less activity and interaction, and an increase in self-injurious behaviour and Mary “talking to herself.” The service sought a hospital admission under the Mental Health Act. The psychiatrist liaised with Desni and the psychologist: the Team suspected the lack of activity and structure and the overly complex communication, had led to the increasing behaviour, which resulted in less and less engagement. A downward spiral of inactivity and emotional distress seemed to be occurring but the service were convinced the difficulty was mental illness, despite the contrary psychiatrist’s views. Things were happening fast and Desni felt there were different agendas operating: she called a case conference to review what was known about Mary’s behaviour. Desni also discussed the situation with the local Adult Protection Coordinator, who invited himself to the case conference…   


(see Exotic Communication): close links between Nurse Specialists & other professionals are essential. The Nurse Specialist will be uniquely placed to be able to consider both fundamental health influences upon behaviour as well as psychological influences. It is still the case that medication plays a large part in the “management” of challenging behaviour, right or wrong (Clarke, 1999), and the Nurse Specialist may well be involved in mediating between the views of services, users, families and psychiatric professionals. Taking pills or undertaking ad hoc behavioural programmes is no substitute for having service, family or school focus their efforts on supporting 
the person to gain a lifestyle we ourselves would value (Clements, 1992, 1997; O’Brien, 1987), and the Nurse Specialist may often have to resist the demands for quick solutions to difficult problems.
The development of behavioural support plans is neither simple nor bound to result in success, and the Nurse Specialist will be required to carefully assess the capacity of the environment to implement her advice faithfully and in a valid manner. As such, much time will be spent collecting, collating and interpreting quantitative and qualitative data in order to gain baseline and post-intervention evidence of efficacy. Competent PBS requires careful assessment of the behaviour and the Nurse Specialist will collect reliable and valid data often using computers and videos. The completion of a functional assessment or analysis is just one option: from clinical experience addressing basic lifestyle issues is often effective, through, say, Essential Lifestyle Planning, or interaction skills, and the changing of the non-aversive contingencies operating in the environment: this can often lead to an increase in quality of life (and skills), and a reduction to some degree in reported levels of behaviour, without the need to resort to functional assessment. 

Here, the approach is to “get a life” and see how things progress (Risley, 1996), to develop respectful working, ensuring access to reinforcing events and interactions are available, rather than to reach immediately for the functional assessment. The greater the amount of experience the Nurse Specialist gains, the finer her “clinical intuition” becomes: she can often see what’s happening quickly. This in no way should be interpreted as advocating for avoiding functional assessment, but sometimes we really don’t need a scientific sledgehammer to crack a social deprivation egg, given that much research with people with IDD suggests quality of life remains often poor, and power differentials remain a real feature of many people’s lives, particularly for individuals whose behaviour challenges the system: “beneath the spin we operate in a society that sees people with disabilities as a threat in need of control, sometimes benevolent, sometimes malevolent, but always control… Of all the issues that arise, behavioural issues stimulate a power-base response. Now the subtext rises to the surface, the gloves are off. Those who should be humble and grateful for our kindness have stepped out of line. They have failed to show proper respect for their betters. They need to be taught a lesson. Frequently, they are… and all in the name of treatment” (Clements & Martin, 2002, p.30). The authors note: “If the behaviour guy says I have to earn soda rather than just have it in the fridge that’s what happens. If the legalised drug dealer says that I should take this pill then that is what will happen. If I spit it out it will be buried in my ice cream. That is, if I’m allowed ice cream and haven’t been put on a diet by a bunch of overweight suits calling themselves the team” (Clements & Martin, 2002, p.17). 
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	…the case conference took place six weeks after Desni began her work, and she had by now completed the brief functional assessment: the hypothesis Desni had arrived at was supported by the Psychologist and the Speech Therapist. The three had spent two hours creating a formulation, also known as a contingency diagram, a pictorial representation of all the things that Desni’s work had suggested might be influencing Mary’s behaviour. Desni had spoken to most of the staff, Mary’s parents, and had asked Mary to talk (Mary said “Don’t talk, don’t talk”- so Desni had to interpret Mary’s behaviour). Desni’s work showed a clear link between environmental issues (low levels of support & engagement, a focus on restrictive containment, fearful staff), physical wellbeing (when Mary was in pain or discomfort her tolerance toward staff was lower than at other times- “Too many pills,” her family thought), the way communication occurred, and challenging behaviour. 
On arrival, the service announced they’d given notice to Mary, and commissioners had 28 days find alternative accommodation. The service accused the Team of failing Mary by not coming up with quick and effective solutions. The service also stated they “had to give notice” to ensure Mary received the psychiatric help she needed. Desni and colleagues explained functional assessment work was time consuming, but the conclusions they had reached reflected the service conclusion- but for completely different reasons. The Team felt the service’s inability to look at their own approach had left few options but to find a planned alternative, through the judicious use of person centred planning and needs assessment. Desni and her colleagues had planned a support intervention to keep the service going whilst commissioners found an alternative placement, but this plan would be impossible to implement given the service resistance. 

Care Management asked Desni to help them identify a temporary placement, which she did, but out of area. Desni and the family visited the more structured environment, and took photos to show Mary, who asked to visit. Desni supported the family to write a plan outlining how they’d support Mary during the visit. Following the visit, Mary asked to move to the new placement. Care Management commissioned an independent facilitator to develop with Mary, her family, and those Mary chose, a person centred plan, which would in turn help them develop a local placement. Mary didn’t want to attend the meetings, but she did write out for her family a long list of things she wanted. She also made use of video. Because Mary was now out of area, Desni was unable to keep Mary open on her caseload for more than two months. Eight months later, Care Management created a supported living model for Mary, and Mary visited her new flat. Desni met her and they went for a coffee. Desni will recommence her involvement with Mary in a couple of weeks time, contributing to the induction Mary and her family and Care Management have designed. Desni has learned a lot and will start specialised training to learn more about both person centred planning and behaviour analysis: colleagues said she was a natural. 
Mary’s mother reported that on a brief family trip to the beach, Mary wrote on the sand “I do have a good heart.” The family are hopeful but nervous, and Desni ensures the new provider keeps Mary’s family aware of service issues. “Even so,” Mary’s mother noted, “I do wonder who taught my daughter she didn’t have a good heart in the first place.”


If a functional assessment or analysis route is taken, this should be viewed not as an end in itself but a pre-cursor to the focus of the Nurse Specialist work, that of implementing life-enhancing interventions (Emerson, 1998). Here, our Nurse Specialist will need to demonstrate high levels of skills indeed. Getting people to change how they work with someone is not as easy as it first seems: people have their own values and despite the Nurse Specialist writing some wonderful evidenced and logical intervention plans that make sense to everyone else, if the staff or family don’t “buy into it”, it will remain a pristine wonderful, evidenced and logical plan propping up the spider plant on the dusty office shelf. Sometimes, being focused upon delivering a humane service to a focus person may lead us to forget carers have their own viewpoints which can make or break our ideas. The Nurse Specialist, because she works intensively with a handful of people, may even so not be the primary provider of hands-on support: the Nurse Specialist will rely upon mediators- people doing it day in, day out. Hence, in addition to analytical skills, the Nurse Specialist will hone their presentation, interpersonal, facilitation and implementation management skills. 
Dare to Hope to Change
Given specialist training, a growing bank of experiences from which to draw, and ongoing professional development, the Nurse Specialist should, through reflection, consider the potential dangers of “the institution of the mind” which Ericsson considers the final challenge of institutionalisation (Ericsson, 2005). Inclusion, independence, rights and choice, the fundamental outcomes all practitioners strive toward if adhering to the value-goals of Valuing People, all presuppose “equality between the person with disability and those providing services” (p.60, Ericsson, 2005). Therefore, regardless of training and continuing professional development, it is important for us all to remember that people with intellectual disabilities may inhabit the same physical world, but the social world they experience is often very limited: "most people have something to hurt about, but many people with intellectual disability are among the most devalued people in society and have a lot to hurt about" (p.438, Cullen, 1999). Compare the number of friends you have to the friends of someone you know with IDD. It’s a sobering exercise.
This is a world we ourselves have little direct experience of living within. People with the label of IDD are often powerless, poor and ignored, whilst I, writing this chapter, and you reading it, are privileged; things are done “to them”, albeit dressed up within prosaic ‘best interest’ arguments. Positive behaviour support, like person centred planning, is not learned from a book, nor from shouting the slogans, but from doing and being with a fellow human. From listening to others and reflecting. From thinking not only about technical procedures and clinical validity, but from witnessing socially important outcomes such as growing friendships and increasing happiness. Do our assessments lead to interventions that result in improvements in quality of life? Do we dare to hope for such occurrences? Such outcomes are our business.
Professionals hold powerful roles and have opportunities to influence people’s lives for the better or worse. Through the heaps of assessments and explanatory models flying around, never forget our purpose is to serve and understand a fellow human in acute distress. So seek to remain humane and open. This is a challenge to us all, regardless of profession: to be human and responsive to our companions in distress on this small pale blue-green dot of a planet, regardless of their knowledge, ability and social value, and despite our training and roles.
13,400 words
Thanks are due to the following for their contributions: Des Clarke, Maria Hurman, Emma Osgood, and the many other nurses I discussed, over cake, real situations with. I’d also like to thank Peter McGill for his, as ever, constructive advice. 
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We should use our training in techniques only insofar as they are helpful in delivering a contribution to the development of a respectful life





Functional assessment is the method of applying a variety of instruments to establish precisely how behaviour looks, what it achieves for the person and when it is likely to occur. It can also suggest likely competing behaviours that will make the challenging behaviour less necessary





The really interesting research question for LDNs is this: why is what we know works so unlikely to be implemented or available?





Services, like people, behave in the way they do for a reason. Anyone wishing to alter behaviour constructively needs to account for existing service behaviour and support change





Functional assessment is a fundamental requirement in good behavioural support for people with severe challenging behaviour
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Behaviour practitioners recognise the "problem" of challenging behaviour often resides in a failure to provide personally tailored and comprehensive support





The more dangerous the behaviour, the higher the probability we’ll take note of it 





Challenging Behaviour: “culturally abnormal behaviour(s) of such intensity, frequency or duration, that the physical safety of the person or others is likely to be placed in serious jeopardy, or behaviour which is likely to seriously limit use of, or result in the person being denied access to, ordinary community facilities” (Emerson, 1995, p.4/5)





Learning Disability Nurses have a role in influencing service systems away from a model of containment toward a more inclusive and constructive ecology, something in keeping with the NMC code of professional conduct (NMC, 2004)








As part of multi-disciplinary teams, LDNs will play a major contributing role in the assessment and development of intervention packages to address challenging behaviour





The Nurse Specialist’s role will need to be strongly protected to avoid her becoming swamped by a of myriad urgent demands





The communication hypothesis helps us recognise there may be a legitimate function to the challenging behaviour, and that we can help replace that behaviour with more socially appropriate behaviours





Having responsive people enabling our needs to be met may reduce behaviour that challenges





Medication is the primary intervention for challenging behaviour in the UK (Clarke, 1997) and much LDN time is spent liaising between the individual with IDD and psychiatric advice





Challenging behaviour is like all human behaviour: complex and fascinating and all too easy to misinterpret





Whilst biological factors must seriously be considered when seeking to understand influences on behaviour (from genetics to physical illness, from sensory capabilities to sensory preferences), biology alone cannot wholly explain every phenomena of challenging behaviour





Biology and ecology and learning interact in regards influences on behaviour and also intervention options. Relying on a single domain for intervention may not get to the “heart” of the complex issues underpinning much behaviour. Though severe IDD are largely biological in origin, behaviour is a product of the interplay between person and environment





How we understand something in part defines how we respond to it
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Humans have evolved, developed new physical and behavioural attributes, and as we each dance our unique choreography of interactions within the universe, it is impossible often to account for who leads, who follows, as ecology and human respond to one another: the neurology of each of us is a product not only of genetics (themselves a product of ecologically driven evolution) but of current ecology and learning
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